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M any advances in medical technology have brought with them ethical dilemmas for which our society and philosophy provide no satisfactory answers. 1 However, these dilemmas ought not to completely obscure the positive social impacts of technical advances. Since the development of safe blood transfusions, medical treatments have come into common use that require products only obtainable from human bodies. 2 Writing about the donation of blood, Richard Titmuss and others have examined why people give this lifesaving gift to strangers and what are the circumstances contributing to or impeding such gift giving. 3 Today, scholars are examining how the donation of human organs also may establish what Titmuss called "the gift relationship" in contemporary society. However, no large-scale systematic research into the characteristics and motivations of families of organ donors has yet been done. This article begins to address these issues.
Survey Methods
From January through May of 1985 we conducted a mail survey of families who had given permission for their relatives' kidneys to be donated. Approximately 7,000 families from 1982 to 1984 gave such permission. We mailed 455 surveys to donor families, representing about 6.5 percent of this population. 4 Of these, 242 families completed and returned the questionnaires, and twenty-two additional family members added their responses, for a total of 264 family members responding. This is not a representative sample of donor families for several reasons. First, there is no national sampling frame of such families. Second, there is a difference of opinion about the place of research in the midst of tragedy. Some agencies, concerned about the sensitivity of the research and client confidentiality, refused to share mailing lists with us. Finally, the response rate of 61 percent still leaves room for doubt about the characteristics and opinions of those who did not respond.
Characteristics and opinions of donor families were compared to respondents of a national random sample telephone survey of 750 members of the public. While it would have been ideal to compare donor families to those who refused permission for donation, lack of reliable records prevented this.
Donor Families And The General Public
A comparison of the demographic characteristics of donor family members to the general public demonstrates that family respondents are similar in terms of marital status and education. Approximately twothirds of the respondents of each sample were married, and nearly half of the public and the donor family members had more than a high school education. However, there are some significant differences in the gender composition of each sample. While the general public sample contains males and females in equal proportions, the family sample has nearly three times as many female as male respondents. This difference is due to the fact that the donor family members were not chosen at random and that women tended to answer our surveys more often than men. Other small but statistically significant differences between samples are that family sample members tend to be older than the public, are more often professionally employed, and are somewhat more likely to identify themselves as Catholics.
While there are some demographic differences between families of the donors and the general public, in general the groups are quite comparable in their background characteristics. They are also comparable in their overall attitudes toward organ donation, except when the direct experience of donation has had an impact on the lives of organ donor family members. The overwhelming majority of both groups agree that medical science has been advanced by the participation of patients in research studies, and that it is wrong to keep a heart beating in a braindead body (see Exhibit 1) .
Most also think that organ donation helps families in their grieving process and helps lessen the pain families feel as a result of a relative's death. Organ donor families, then, share with the general public a positive attitude toward medical research and a negative attitude toward prolonging living where there is no hope for recovery. Members of both groups believe that the act of organ donation is beneficial to the family of the deceased person.
Where they do differ is in their attitudes toward death and their We thought it important not only to discover why people were willing to donate, but also to see if the reasons given prospectively differed greatly from those given retrospectively. Some change was expected-and encountered (Exhibit 2).
Respondents agreed nearly unanimously that an important reason for donation was that the gift of an organ would help someone else live. Most also agreed that functioning organs should not be wasted. The first reason is a general, altruistic motivation usually cited as the reason most people are willing to donate organs. The second reason raises essentially the same issues but in a more impersonal way.
However, the third reason is slightly different. While the overwhelming majority of respondents in both groups agree that organ donation makes something positive come out of death, there is a significant difference between the answers of the general public and those from the donor family members. Family members are more likely to express the need for transforming the gift of the organs into an attempt to understand and create meaning from the frequently senseless death of a loved one. Making something positive out of the negative experience of death is an attempt to create that meaning. Members of the general public empathize with that need but display it less often.
The idea that one's kin could live on in someone else through dona- 
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tion is much more frequently cited by organ donor family members than by the general public. While less than half of the public answered that this was a very important motivation for giving permission for donation, 68 percent of the family members gave it as a very important reason for donation.
Altruism is the core of the shared motivation of both actual donor families and of those among the general public who would agree to donate. What separates the attitudes of these two groups is the far greater concern of donor families for the meaning of donation for their memory of the deceased.
Support of policy innovations. In general, donor families are less supportive of policy innovations in organ procurement than is the general public. This is particularly true of changes that involve any sense that the donation act would be compensated. Certainly families are not interested in being compensated in any tangible exchange for the gift of organs, nor, for that matter, are most of the public (see Exhibit 3). The least concrete of these proposals-the principle that family members would receive priority for a transplant if ever they should need onewhile accepted by 62 percent of the donor family members, received significantly more support from members of the general public (75 percent). The idea of cash incentives was anathema for most family members. Their rejection of any concrete recompense for donation illustrates the extent of their altruism in voluntarily donating the organs of kin.
The Donation Experience
Who donates? It is important to reemphasize that our sample of 242 donor families, unlike our sample of the general public, is not a random sample of a definable population. However, the data are the most comprehensive collected at the present time.
Exhibit 3 Agreement With Organ Donation Policy Innovations
Over 70 percent of respondents were the parents of donors. An additional quarter were spouses. Donors themselves were young, over half under twenty-one years of age, and almost three-quarters had died violently, by accident or suicide. 5 This overall portrait of donors and families is consistent with the findings of others from more limited samples and suggests that the modal decisionmaker in donation situations is a parent of a minor child who has died by violence (Exhibit 4).
The donation process. From our responses it is clear that the donation process is often surprisingly fast. As Exhibit 5 reports, 60 percent of families faced a donation request within one day of their relative's hospitalization, and a substantial minority did so within one hour. Nor did many of them have much time in which to make the decision. A majority actually granted permission within an hour of being asked, and virtually all did so within a day. With such extraordinary events occurring so quickly, it is not surprising that a large percentage of the families report comprehension difficulties. Over 30 percent say they had not really accepted the fact of death when approached, and almost 40 percent admit that they found the concept of death difficult to absorb. It is striking that the decision to donate is not limited by the most difficult aspect of the process. that almost 40 percent of families permit donation while still finding brain death a difficult concept speaks to a high level of trust in the medical system. For these family members, a firm declaration of death suffices; understanding how the physician came to that determination is not essential.
The importance of the role of the physician is also reflected in the fact that doctors raised the donation option almost half the time in our sample and were very influential in making the decision in almost 30 percent of the cases. The first figure may reflect the particular practices of the organ procurement agencies that provided the donor lists, but the second probably reflects the immense status and credibility of physicians in donation situations. In this regard it should be noted that transplant coordinators are about as influential in the decision as are doctors, indicating that what they lack in social and technical status is compensated for by their own experience and professionalism. Finally, it is worth noting that virtually all donor families believe, in retrospect, that they made the right decision.
Problems with donation. In view of the traumatic nature of organ donation, it is encouraging that many family members reported no problems with most of the aspects of the process. All donor family members were asked if any of sixteen specific aspects of donation had been problematic for them. Each of these had been mentioned by organ procurement specialists as possible shortcomings in the donation process during preliminary work in this project. Of those responding, 25 percent answered that they had had no problems in any of these areas.
When respondents mentioned a problem, that problem was given a score of one if that aspect of donation was cited as somewhat of a problem, and was given a score of two if cited as a serious problem. Thus, an index of problems was created, and each problem was weighted for the seriousness attributed to it. By comparing the average seriousness score associated with each problem, it was possible to rank the problem areas by their perceived seriousness.
Exhibit 6 presents the problems ranked in order of the magnitude of their seriousness. Only problems that affected at least 20 percent of those mentioning problems are included. Eight hypothesized problem areas turned out not to present difficulties. These included: family asked by too many staff, staff declared death too quickly, staff pressured family to decide, lack of staff support, lack of privacy, family disagreements, too long before papers signed, and conflict with funeral director. If the problem score system is applied to these eight, the most problematic, lack of staff support, has a score of 24 and affected less than 17 percent of those mentioning problems.
As Exhibit 6 indicates, donor families do perceive certain problems with the organ procurement process. Understanding the families' per- spective on the organ donation process is important. While these families were not dissuaded from donation by these problems, others may have been. In addition, there is an ethical obligation, strongly felt by many involved in organ procurement, to ease the donation process for families. This reflects a sense of appreciation for the family's generosity and a broader commitment to the well-being of the patient's family, Family problems with donation fall into three general categories: problems with the timing of the process, communication problems with the staf f, and complaints abou t ad ministrative activities in the postdonation period. Timing problems are, perhaps, the most intractable. The most important single problem reported is that of families feeling that they were approached for permission too soon. It is perfectly possible that any time would have been perceived as too soon under these circumstances, and thus no reform could alleviate this problem. That many felt it was too long before donation was completed is also a timing issue and may not be easily altered. Indeed, as nonrenal procurement becomes more common, the real time the process takes will increase. Here again some changes in practice may ameliorate, if not eliminate, the problem.
Communication problems probably contribute to the timing prob- lem-certainly the death declaration issue has wide ramifications. In addition, some families feel that they are not being treated with the empathy they would like. This should be addressed in the training of staff and coordinators. Another area in which professionals need to improve is their handling of administrative matters with the family. Problems about lack of clarity regarding financial and funeral arrangements clearly indicate that these "mundane" matters are glossed over when talking to the family. The motivation of the procurement staff is probably to spare the family, but the effect is to leave them confused. Finally, many families express dissatisfaction with certain aspects of their treatment in the days and weeks after the donation. Their primary problem is, in fact, lack of feedback. Indeed, lack of feedback is the second most strongly felt issue. Organ procurement agencies clearly need to set up a standard feedback mechanism for donor families, perhaps a more extensive one than they now consider necessary. Many families also report problems with hospital bills. This is a purely administrative matter between the billing office of the hospital and the organ procurement agency.
None of the problems families report in the donation process appear, to them, to be extreme. The postdonation problems are the easiest to solve and ought to be addressed in the interests of the families. However, they cannot account for any refusals an organ procurement agency encounters. Insofar as shortcomings in the donation process may cause a family to refuse permission, those shortcomings are likely to be in the communication category and be errors of commission rather than omission; failure to discuss financial factors is, in our judgment, less likely to affect a decision than is failure to clearly make a death declaration. Nevertheless, there are clearly areas where organ procurement agencies can and should improve the way they proceed with the families of potential donors.
Coping with loss. The argument for organ donation lies essentially in the good it does those who receive an organ transplant. Their benefit is unambiguous. Yet many believe that families of donors also benefit. In fact, the ethical argument for offering every suitable family the opportunity to donate is partially based on psychological benefits to the family of permitting organ donation. It is almost an article of faith among organ procurement specialists that organ donation helps a family deal with its grief. Indeed, surveys show that medical professionals involved in donation and the general public agree, and think organ donation offers families a way to help cope with their loss (Exhibit 7). To test this assumption, we asked donor families if they felt that organ donation had made coping with their loss any easier. Our evidence indicates that organ donation was helpful for the majority of people who had responded to our survey (see Exhibit 5). We hypothesized that situational factors would affect which families found organ donation emotionally helpful. Specifically, we had thought that the relationship of the donor to the family member who answered the questionnaire would have an influence on their later coping with the donation, and we also believed the cause of the donor's death would have some impact. We examined the effects of the age of the donor, the months since donation, and whether the family reported having accepted the donor's death when donation was requested. only the last circumstance, where the family reported having accepted the donor's death, proved at all significant in discriminating between those who reported coping more easily and those who did not.
Parents do not appear to be coping any less well than other family members. The absence of reported differences in coping between family members who lost children and those who lost other family members (spouses, siblings, or parents) indicates that organ procurement agency personnel need not shy away from approaching parents for permission solely because the donor is a child.
The smoothness of the donation process appears to have had some effect on reported coping with loss. Families reported coping better when there were few or no problems with the financial arrangements for the donation, when they did not perceive a lack of support from hospital staff, and when they did not feel that donation was requested too soon. Families who felt that they themselves had been the most influential actors in the decision to donate, and that they had not been pushed to donate or poorly treated by the billing organization, rated their coping higher than families who reported having some of these problems.
There are some interesting differences between the two groups in the importance of their reasons for donation (Exhibit 8). On most motivational questions, family members who reported donation made coping with their loss somewhat easier also were more likely to report as very important their reasons for agreeing to donation. However, since respon- dents were asked to assess their motivation retrospectively, it is possible that those who were coping better may have given stronger and more positive evaluations of the effect of the donation process. The direction of the relationship between reported coping and reported motivations for donation therefore is not clear.
Kindness To Strangers
Our findings indicate that the family frequently benefits psychologically by organ donation-in their own estimation. Those families who sought to redeem something from the tragedy were also the respondents who reported that organ donation had made coping with their loss somewhat easier. Families who want solace from organ donation can find it, and, further, a well-conducted organ procurement process can help them.
In their evaluation of the donation process, family members specifically identified two aspects of organ donation to which organ procurement staff need to be especially sensitive: appropriate timing of the request and smooth financial administration. In spite of these problem areas, giving organs to strangers is positively evaluated by almost 90 percent of the families. In our sample, 89 percent of families report that if they had the decision to make over, they would again permit donation. The altruism apparent in the reported motivation of the donor family members, combined with their striving to mitigate grief through giving, seems to underlie the families' decisions to donate. Voluntary organ donation gives credence to the presumed cultural value of altruism.
Voluntary organ donation benefits both the individual, as our study has shown, and the social group of which he or she is a member. Families of donors in their own self-reports believe that donation has given them some solace. People who receive organs benefit from donation through their chance of attaining a much higher quality of life, if they are kidney transplant recipients, or a chance of life itself for people who need other vital organs such as hearts and livers. The option of voluntary organ
